Aim and objective: To compare how intensive care nurses in the United Kingdom (UK) and Australia (AU) perceive families in ICUs. Background: International health-care research and practice is often based on an underlying assumption of a person or family-centered ideology. While nurses in intensive care units (ICUs) acknowledge the importance of patients' families, a true integration of families as units of care is often not realised.
Introduction
Today's international health care research is underlied by an assumption of a person-centered ideology that explicitly or implicitly includes families as a legitimate focus of (nursing)
interventions. Families are viewed as social units in which health and illness are experienced and consequently, illness in one family member is viewed as having an effect on the entire family (VanHorn & Kautz 2007 , Wright & Leahey 2005 . While the importance nurses in intensive care units (ICU) assign to patients' families reflects this notion (Stayt 2007 , Williams 2005 , a true integration of families as units of care is often not realised (Mitchell et al. 2009 ). A number of international studies suggest that families are important support resources for critically ill patients and ICU nurses alike (Dahle Olsen et al. 2009 , Engström & Söderberg 2007 , Leske 1998 , McKiernan & McCarthy 2010 , Mitchell & Chaboyer 2010 . Many ICU nurses value the involvement of families in the care of the critically ill patient (Engström et al. 2010 , Garrouste-Orgeas et al. 2010 and evidence suggests that this integration into care has benefits for family members (Hammond 1995 , Mitchell & Chaboyer 2010 and ICU patients alike (Bergbom & Askwall 2000 , Dahle Olsen et al. 2009 , Simpson 1991 . However, nurses work within a complex health care system that is governed by policies, routines and structures. It could be argued that these facets are essentially serving the system and not the patients and their families. Therefore the existing system may impact upon nurses' ability to deliver family-centered services in an ICU.
Beyond the policy drive towards a person-centered health care system (Australian Commission on Safety and Quality in Health Care 2010, Scottish Government 2010) there are a number of compelling reasons why nurses should pay attention to and actively take account of family members in ICU. These include, firstly, the insight they bring to the critical illness situation as not all ICU patients recall the onset of critical illness or their time in an ICU while families live through the whole critical illness episode (Paul & Rattray 2008) . Some ICU patients experience memory loss or delusional memories as a consequence of critical illness (Adamson et al. 2004 , Jones et al. 2000 and family members may function as back-up for the patient by filling in lost time periods and clarifying actual events as opposed to those that did not occur in reality.
Secondly, family members provide support, comfort and reassurance to patients during their time in ICU (Bergbom & Askwall 2000 , Hupcey 2000 . Thirdly, by being there family members enact togetherness at a time of critical illness (Eggenberger & Nelms 2007 , Mitchell & Chaboyer 2010 , Walters 1995 , providing a connection to the real world for the ICU patient. Fourthly, family members act as proxy decision makers and advocate for patients at times of incapacity (Hupcey 1999 , Maxwell et al. 2007 , Mitchell et al. 2009 ). Finally, policy drives continue to shift care from the acute into the community care setting with patients being discharged ever quicker and sicker (Chaboyer 2006 , Haycock-Stuart et al. 2010 , leaving family members to facilitate and frequently provide post-discharge care to the recovering ICU patients.
It has been argued that working with families of adult or paediatric patients in partnership or meeting the needs of visiting family members of critically ill patients constitutes a hidden and sometimes stressful aspect of nursing work (Callery 1997 , Stayt 2007 . However, by supporting families and meeting their needs of assurance, proximity, information, comport and support (Leske, 1992) during a time of critical illness, nurses are enabling families to support the critically ill patient (Bailey et al. 2010 , Mitchell & Courtney 2005 which might well have a positive impact on patients' recovery. A prerequisite for family-nurse partnerships to develop is access for families to the ICU patient and the bed-side nurse. One means of doing this is through flexible and open visitation policies (Ågård & Lomborg 2010 , Garrouste-Orgeas et al. 2010 , Kean 2008 , Whitecomb et al. 2010 . In this article we examine this hidden aspect of nursing work which is an essential part of nursing expertise in the belief that, for the reasons outlined above, families should be a central point for ICU nurses both as a care recipient and as a care resource.
The following sections report on two studies from the UK and AU and give insight into how nurses perceive families within the ICU. Both studies had the same definition for family. The family was defined as a unit whomever participants identified as 'family'.
The studies
The two ICU studies originating in the UK and AU and examined how ICU nurses perceived family members. Ethical approval was granted for both studies by local Research Ethics Committees.
Study 1: UK
Study 1 explored families' experiences with critical illness in ICU and nurses' perceptions of families. The study was organised in two phases: (1) family group interviews (n=9) and (2) focus groups with nurses (n=5), utilising a constructivist grounded theory approach (Charmaz 1990 (Charmaz , 2006 . Interviews were digitally recorded, transcribed verbatim and stored in NVivo 2.0 (2002, QSR International Ltd., Doncaster, Victoria, Australia) for data management. Data analysis started with the first interview, using the constant comparative method (Glaser & Strauss 1967) , and moved from open to focused coding (Charmaz 2000 , Glaser 1978 ).
Theoretical sampling (Glaser & Strauss 1967 , Glaser 1978 ) followed Charmaz's (1990 Charmaz's ( , 2000 recommendation and was used at a later stage in the research process after key themes had emerged. Analysis of group data was approached by looking for patterns and processes (Charmaz 2006 , Glaser 1978 . The studiesThe analysis focused on the interaction of participants (Bloor et al. 2001 , Carey 1994 , Kitzinger 1994 , Morgan 1995 and moved forward and backward from the group to the individual perspective by constantly comparing incidences within and across groups. Written consent was obtained from all participants.
Study 2: Australia
Study 2, conducted in AU, was a quasi-experimental non-equivalent clinical study which evaluated family members' perception of being involved in individualised care for their ill family member. The study described families' and nurses' experiences of having a family member provide physical care to the ICU patient. The project had the bed-side nurse invite and support family members in their participation of individualised care for the ICU patient. The families' perspective has previously been reported (Mitchell et al., 2009; Mitchell & Chaboyer, 2010 ) and here, the nurses' perspective will be provided.
After approximately 12 months of data collection with family members, nurses in the unit were surveyed to understand their perspective on having family members involved with the care of their sick relative in ICU.
Settings
Data were collected in tertiary adult intensive care units in both countries. At the time of the studies, the UK ICU had an open visiting policy while the AU ICU had defined visiting hours for families between 11 a.m. and 8 p.m. Both units had a policy in place restricting visitors to two at a time. Visitors were required to request entry to the units by pressing a buzzer and waiting for someone to collect them at the doors. In the AU ICU, families were not normally invited to participate in providing patient care while in the UK ICU this depended on the bedside nurse.
Both ICUs worked on a one nurse to one patient ratio for mechanically ventilated or high acuity patients.
Findings Study 1: UK
The UK study examined families' experiences with critical illness in ICU and nurses' perceptions of families. The focus here is on the nurses' perception of families in ICU. Five focus groups were conducted with a total of 20 ICU nurses who had between six months to 20 years experience in ICU and incorporated a range of participants from senior to beginning nursing roles. The overall findings from nurses' focus groups relate to the theme of 'Nursing in
Public' under which nurses discussed their experiences with families in ICU.
It was evident that the nursing management of the ICU subscribed to a philosophy which identified the family as a care recipient -this was highlighted by one of the senior nurses who said that: they (families) know that they are part of the care [ ]. We quite often say to relatives that 'we are here as much for you as we are here for the patient' (G 3).
This sentiment was echoed in other focus groups which mentioned one senior nurse who functioned as a role model by integrating families into complex care activities such as giving a bed bath. However, the spatial distance to patients and families between nurses with managerial responsibilities and those working predominately at the bedside mattered and had an effect on nurses' perspective of families. While nurses with managerial responsibility defined the family (including the patient) as the unit of care, bedside nurses more often argued that 'the patient at the end of the day' (E 1) remains the focus of care. For bedside nurses, open visiting hours resulted in 'Nursing in public' as is evident in the following excerpt: I mean what other job -you know, you don't go and watch them in the tax office 24 hours a day and watch the taxes being done. I mean, what other job can you come in and watch somebody in the work that they do in their day-to-day life? (D & E 3)
These nurses understood the ICU as their 'turf' (Heimer & Staffen 1998) and experiences with families evolved around challenges of an open visiting policy, ever present family members and the impact this had on nurses' control over working time and space.
The unit had an explicit open visiting policy with no restriction on overall numbers of visitors or constraint on who could visit the ICU patient. Although the unit's policy was not to allow more than two visitors at a time per bed space this did not always occur and this had ramifications on nurses' work load particularly when this happened for an extended period of time. Nurses commented that: F3: We say two relatives... F1: ...per bed because of the lack of space... F3: ...per bed. But with some larger families, especially from different cultures and they just sometimes manage to have 10 round the bed all the time. It's a constant battle for the nurse at the bedspace, and I think that is very tiring because you'd say, well you only allowed two, but they just manage to sneak another couple in and another couple in and that's-F2: I mean it can get a wee bit full at times. These restrictions on visitor numbers were related to the limited physical space at the bedside but also to nurses' need to control their working time and space. Several nurses across focus groups argued that a constant flow of visitors inhibits patient care. With families being 'there all the time' (D2) some nurses felt the need to delay certain care activities (e.g. bed baths, mouth care). The perceived interference in care was two-fold: (1) the presence of families required nurses to attend to the needs of families (information needs, explaining procedures, integration into nursing activities) and (2) care activities were delayed due to the presence of family members to either allow families to be with the patient or to protect the patient's right to privacy during care activities. The need for privacy while caring for ICU patients was evident when nurses argued that: E 1: In other ICUs you're not allowed to visit until after ward rounds, so 12 noon. Other places you're only allowed visiting 2pm -8pm or something. E 4: Yeh.
E 1: I mean, I definitely think families shouldn't be in during handover, and I know we send them out during handover. E 3: Yeh. Unless they've been here a long, long time. (Group agreement) E 1: Even then, because sometimes you pass on some very confidential stuff that you don't really want them to hear. Not that it's something awful about them but, you know, they can pick up some things wrong. E 2: Somebody was saying about one patient where her husband just walked in and he said: 'why shouldn't I? I'm sitting outside all day.' But it was something likehis wife was on the bedpan or something and it's just not appropriate for them to come in. … But they (families) have to sometimes sit outside for half an hour.
Interestingly, this need for privacy was not expressed by the nurses as a specific nursing need but one that emphasised the patient's right to privacy and the above discussion was typical across focus groups. The patient's right to privacy during caring activities frequently serves nurses as a justification to send families outside the unit. While there are good reasons for this practice and therefore it should not be dismissed lightly, it also has to be recognised that nurses gain from this generalisation of sending all family members outside under the auspice of the patient's right to privacy. Nurses were well aware that 'we work sort of totally under observation all the time' (F 2) and pointed out that 'it would be nice not to be observed all the time' (F 2).
Open visiting polices are crucial for families enabling them to meet their work and family obligations (e.g. picking children up from school) while also meeting their need to be near their ill family member. Some nurses acknowledged this by pointing out that 'it must be reassuring for families' (D & E 3) to have flexibility in visiting hours.
Considering the views expressed by nurses, it appears that nurses' need for privacy in caring for critically ill patients is at the heart of the argument against open visiting practices. Families, in contrast, asserted in interviews their need to be near their family member (Kean 2008) . Perhaps one reason for this tension lies in the fact that nurses and families effectively inhabit different social ICU worlds in the same physical ICU space, requiring negotiations and 'finding a balance' (Coyne & Cowley 2007) of their respective needs while the primary focus remains on the wellbeing of the patient in both groups.
One way for nurses to remain in control over their working time and space is to negotiate the integration of family members into patient care. The second study, conducted in two metropolitan ICUs in AU and explored nurses' perceptions of involving family members in giving care to the ICU patient.
Study 2: Australia
The AU study involved two similar ICUs from two hospitals. At the intervention site family members, in consultation with the bed-side nurse and where possible, the patient, decided on the care the family member would provide that was most appropriate for the patient. The family member would perform this care with assistance from the bed-side nurse. When compared with a control site (n = 75) where family were not invited to perform patient care, the intervention site family members (n = 99) recorded significantly higher scores on a Family-Centred Care survey which included the concepts of support, collaboration and respect (Mitchell et al. 2009 ). The data collection instrument was a revised adult version of Shields and Tanner's survey that was developed for the paediatric setting (Shields & Tanner 2004) . Interviewed family members (n =10)
were very positive about the intervention and enjoyed providing care as they felt it enabled them to demonstrate that they cared and 'to connect' with their ill family member on a level not otherwise available to them. Family members acknowledged the vital role nurses played in their participation in patient care. Further results can be found elsewhere (Mitchell & Chaboyer 2010 , Mitchell et al. 2009 ).
In view of the significant role nurses played in assisting family members and also caring for the critically ill patient, it was important to gain insight into this intervention from their perspective.
With the research literature in mind, a survey was developed for this purpose by the research team which included clinicians. The survey had eight itemssix were closed and had a four point Likert scale option. For example, one question asked: "Which of the following best describes how you now feel towards the value of families in providing some care to your sick relative?" Answer options included from: "Not positive" to "Very positive". Another question asked: "Since the finish of the project to what extent do you offer family members the opportunity to perform some care to their relative?" Options for this ranged from "Yes, lots of times" to "no, not at all." Two questions were open ended to provide the opportunity for additional comment. The survey was trialled on a small group of nurses (n=5) to assess clarity, language and logic of sequence. No changes were deemed to be required.
The ICU nurses were sent a survey via their work email which asked their opinions on the value of and barriers to including family members in their ill family member's care. These comments were examined for commonalities and themes which emerged as workload, caring and coping.
Of the 197 surveys sent out there were 52 responses (26%). All nurses were sent the survey even if they were on maternity leave, annual leave or sick leave. A limitation was that the data base was unable to filter to include only current working staff. Forty-three of the respondents had participated in the intervention whereas nine had not been involved. As involving families in their relative's care was not usual practice in this unit, the nurses were asked if their perceptions on this altered over the duration of the 12 month project. Results indicated that 38 (88%) of the nurses had an altered perception on the value of involving family members by the end of the study (see Figure   1 ).
Figure 1
As highlighted above, most nurses indicted they had changed their view on family involvement at the end of the project. To understand if this indicated a positive or negative perception, nurses were asked how they now valued family member involvement. All nurses deemed there was positive merit to having family members involved in their sick relative's care (see Figure 2 ).
Figure 2
As it has been reported that family participation in care increases nurses' workload (Vandall-Walker et al., 2007) it was important to gain insight into the nurses' perception of how family members giving fundamental care affected their workload. Interestingly, 81% of nurses (n=34) considered having family provide some patient care had minimal affect on their workload (see Figure 3 ).
Figure 3
Some nurses wrote additional comments in the theme of workload indicating that sometimes it increased the nurses' work or for others it did not impact unduly and some indicated that it actually helped them. Some commented that it made things take longer than usual but that was not problematic. Respondents commented that:
If anything it added to my workload as it meant that I had to be there to help them as they would not do anything on their own or with me just watching (N 25).
Was not a problem at all. Just needed to give instruction and reassurance (N 17).
Performing cares such as mouth and eye care, ROM (range of movement) exercises etc enabled me more time to attend other duties (N 18).
Caring for the family is part of the workload, so I didn't find it had a great impact to normal. If anything it slightly helped, because the relative was busy and needing less direction from myself, so I could go about other things (N 19).
However, one nurse felt they were providing a concession to the family and cautioned that:
Family members must be aware that this is a privilege, which could be withdrawn if they overstep their involvement with patient care, or it causes friction between family members or staff (N 40).
At the end of the project, all except one nurse (n = 42) reported that they now offer families the opportunity to help with the care of their ill family member. Within this caring theme, some seem to limit this to long-term patients while others comment that it depends on the individual situation and the amount of involvement the family want. One wrote that they feel the family members think it is the nurses' job to do it and not theirs. Others used the invitation to perform fundamental care to support the building of positive nurse-family relationships. Comments included the following:
It is a very easy way to open up communication with family members and gain their trust (N 19) .
Particularly long stay patients-offer to include them in any care they're comfortable with. Also use opportunity to distract family when/where they become focused on "numbers" (blood pressure and pulse) etc. (N 37).
In an attempt to understand what influences their engagements with families in this way, a question asked: What factors would influence your decision to actively involve family members to perform care to their relative? Nurses' responses to this showed they may focus on the patient's condition and frequently the receptiveness and coping ability of the family member. Some saw family member involvement in care as a way they may help families cope, specifically in the grieving process. One also indicated it depended on the family's ability to keep to the unit's rules whereas another put themselves in the family member's shoes. Some wrote that the factors they took into account included:
How long patient had been in unit, relationship to patient, how the family is coping (N 29).
If it was for a long-stay patient and family members needed to learn 'care skills' for patient in the home (N 31).
If it was my relative in ICU I would want to perform patient care (N 35).
How close the family unit is, cultural expectations, displays willingness to perform care, family compliance to ICU visiting times/rules (N 49).
To assist with grief, family showing signs of helplessness and wanting to care for their sick ones (N 4). Some wrote that this was not unusual for their practice and that they found it very beneficial. This concept is well described by one nurse who wrote:
I have been including family members in caring for aspects of my patients' care for years. I have found it to be a powerful strategy to diffuse tension of family members, help them regain some sense of control of the crisis situation and also helps build a rapport with the bedside nurse. (N 48).
Of the 52 nurses who responded, 98% (n = 51) considered the concept of inviting family members to be a part of the patient's care should be part of 'usual care' in ICU as opposed to something extra ordinary or special.
Discussion
Within the notion of a person or family-centered ideology and the implied continuity of care that underlines much of today's international health care practice and policy, many health professionals recognise that providing continuity across an illness trajectory is complex, problematic and frequently not done well (Bergbom 2008) . A proportion of nurses caring for adult patients are yet to acknowledge that adult patients are persons who do not exist in a vacuum but are embedded in family systems (Price 2004) . "Caring for patients' families recognizes that social context as well as the reciprocal relationship that exists between patients and their families" (Benner et al. 1999,p 294 ) is a helpful reminder drawing attention to the importance of patient's families in ICU care and beyond. Nurses' data from these two international studies make visible the family contribution to care in adult ICUs and the benefits this approach may hold for the patient, families and nurses involved. Further, evidence from the presented literature clearly supports the need for a partnership in care, integrating family members in the care of their ill family member in real ways from the first acute phase onwards.
Open and flexible visitation policies would allow families the necessary access.
Open visitation policies
Open visitation polices have the advantage of supporting families' need for information and closeness and obligations as a family to support the ICU patient. Responses from nurses in the current studies reported here suggest that opening up ICUs has an impact on their working conditions but this is not insurmountable. It is however something that needs to be worked through if we are to be able to provide the care required to ICU patients and their families.
The conclusion that the introduction of an open visiting policy is beneficial for families but has both advantages and disadvantages for nurses is obvious. The loss of privacy for nurses on their turf (Heimer & Staffen 1998) and the unpredictability of when and how many visitors will arrive considerably influenced nurses' working conditions. Surprisingly, this aspect of open visiting policies is rarely addressed within studies despite the real possibility that this might be an underlining cause for the rejection of open visitation policies in ICUs. Further, the tension that exists between policies promoting a person or family-centered service and the complex organisational structures of health care systems in which nurses are embedded as one group of professionals are ignored.
Nurses in the UK study felt that a constant flow of visitors inhibited patient care. The perceived interference in care was two-fold: (1) the presence of families required nurses to attend to the needs of families (information needs, explaining procedures, integration into nursing activities) and (2) care activities were delayed due to the presence of families to either allow families to be with the patient or to protect the patient's right to privacy during care activities. This specific argument with its two dimensions is not unique to nurses in the UK study but is one that has been brought forward elsewhere (Berti et al. 2007 , Hunter et al. 2010 , Plowright 1998 , Spreen & Schuurmans 2010 .
Interestingly, the view of families as a hindrance to care runs counter to nurses' beliefs that 'families are important for patients' (G1& E4) as a source of support in their recovery process.
Acknowledgement that families are important to patients was common to ICU nurses in both studies and elsewhere (Bergbom & Askwall 2000 , Hupcey 1999 , Simpson 1991 . Our findings are in contrast to Berti et al's (2007) (Berti et al. 2007 ).
Families' participation in care
As previously argued, true integration of families as units of care in adult ICUs is still missing (Mitchell et al. 2009 ) and therefore does not yet constitute the status quo in many ICUs around the world. Both studies reveal striking parallels with paediatric nurses required to work in partnership with parents and ICU nurses supporting families. The partnership in care approach, which provides parents with a space to care for their hospitalised child, was a change in paediatric nursing practice following the Platt Report in 1959 (Casey 1993 , Coyne 1995 , Darbyshire 1993b , Lee 2007 .
In making visible the contribution families can make to the care of their ICU patient and that this is not necessarily an additional burden for ICU nurses is the lesson to be learned from the AU study. On a unit level, a fundamental difference between the two studies was the fact that nurses in the UK ICU were reacting to families as visitors in ICU while ICU nurses in the AU study remained in control over their working environment by actively inviting families to participate in care. This small but significant difference had an impact on whether nurses view family members as a hindrance or support to care. The AU study demonstrates that the invitation to families to become partners in caring for the ICU patient resulted in families' desire to fit in while at the same time family members were enabled to reaffirm their emotional connection with the patient. On an individual nurse level, it was evident that both units had nurses that embraced families and those that saw the integration of families into care as a privilege which can be withdrawn. Within resource constrained health and social care budgets, patients' families have become an important informal care resource. This is underlined by policy drives that shift care into the community at an ever earlier stage in the recovery trajectory of patients (Haycock-Stuart et al. 2010 , SG 2007 and the expectation that families will provide the care patients need. The complex and prolonged process of recovery from critical illness (Griffiths 2010 , Richmond et al. 2000 , therefore has to be contextualised within the family systems. By involving families in the care of their ICU patient, nurses have the opportunity to provide the support and continuity needed by families and ICU patients during a time of critical illness.
Conclusion
We believe that the integration of families in today's health care system (including ICUs) is mandatory since families will become the caring resource for these patients during an often prolonged recovery trajectory. Integration has the capacity to better meet the needs of families and enhance communication. The invitation to participate in care provided a tangible family-centered care approach, however it needed to be initiated by nurses for a number of reasons. Firstly, while nurses needed to remain in control over their work environment, partnering with families has become a quality of care issue in taking seriously the emotional bonds family members have.
Secondly, the ICU was seen by families as the nurses' turf and evidence suggest that even when family members would like to participate in care , they do not necessarily ask to be included (Ågård & Harder 2007) . Specific strategies to support nurses in the progressive integration of family members into the adult ICU environment is crucial to the attainment of meaningful familycentered care. .
